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Epilepsy in children is frequently accompanied by learning, behavioural and psychological difficulties. These 
difficulties may be compounded by the ignorance and stigma which exists within the community "health care and 
education services. The management of epilepsy in children therefore xtends far beyond the use of antiepileptic 
drugs and must address these additional problems. The establishment of a nurse specialist service in paediatric 
epilepsy within our hospital has provided a more satisfactory and comprehensive management of these children 
and, in addition, has facilitated aclose liaison with schools, community health personnel and support groups; as a 
result his has dispelled much of the local ignorance, misunderstanding and stigma surrounding epilepsy. 
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INTRODUCTION 
Epilepsy is the most common neurological 
disorder encountered by both general paedia- 
tricians and paediatric neurologists. Approxi- 
mately 50% of all epilepsy begins in childhood 
and the prevalence in Great Britain is considered 
to be 4-5/10001 children under 11 years of age. 
For many of these children seizures persist 
through childhood and adolescence and into 
adult-life; epilepsy is therefore frequently a 
chronic disorder, particularly if associated with 
physical or learning difficulties. This has clear 
implications for the child's education, social and 
family life. 
The treatment of epilepsy is more than simply 
prescribing antiepileptic medication. It is clearly 
important o identify the type of epilepsy or 
epilepsy syndrome and any underlying cause, and 
to prescribe the most appropriate drug to control 
seizures; however, for many children and their 
families, social and psychological factors are 
much more of a problem 2'3. It is important to help 
these children and their families integrate as 
much as possible into educational, family and 
community life-and in so doing to maximize their 
quality of life 4. 'Quality of life' is difficult o define 
but could, in its simplest sense, be said to reflect 
quality of medical care (as received by the 
patient) 5. Good medical care in epilepsy should 
be based upon a comprehensive, multidisciplinary 
specialist service to which every child (and the 
family) should have access 6"7. It is our belief that a 
specialist doctor and clinical nurse specialist 
(CNS) should be the key members of this service, 
which could be sited in any hospital paediatric 
department. Psychologists, psychiatrists and epi- 
lepsy support groups are invaluable, but should 
be an adjunct o, rather than a substitute for, the 
CNS. With this standard in mind a priority in 
establishing an epilepsy clinic at the Royal 
Liverpool Children's Hospital (RLCH), Alder 
Hey, was to secure funding for a CNS in 
paediatric epilepsy 8.
In this paper we outline the role and work of 
the CNS within an epilepsy clinic. Preliminary 
audit has been applied to this post, which 
underlines and emphasizes its value in the 
management of epilepsy in children. 
THE NURSE SPECIALIST 
The post was advertised in the local and national 
nursing press. The appointee was employed 
initially as an audit/research nurse within the 
Department of Child Health of this hospital. She 
had obtained her general and sick children's 
nursing qualifications and had worked on medical 
wards in Alder Hey, and also within the 
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community. In the 24 months prior to taking up 
her appointment she had been leading an audit 
research in febrile convulsions within the Mersey 
Region and had also collated data in a prospec- 
tive study evaluating the management of convul- 
sions in children presenting to the Accident and 
Emergency department of this hospital. Addi- 
tional knowledge and education in epilepsy 
(general information, adult and specific paediatric 
aspects) was gained from 'in-house' training from 
this hospital and the Walton Centre for Neuro- 
sciences (Liverpool) and from courses run by the 
British Epilepsy Association (BEA) and the 
National Society for Epilepsy. Experience in 
counselling and teaching (for adult learners) was 
gained from completing basic levels 1 and 2 of a 
course run by the Compass organization and from 
City and Guilds courses, respectively (further 
details are available from the authors). The CNS 
has not received any formal training in child and 
adolescent psychiatry. 
Funding for this post was achieved with 
difficulty. The Roald Dahl Foundation funded the 
initial 12 months with the Hospital Trust agreeing 
to underwrite the future financial and managerial 
responsibilities of this post. Her salary is based on 
that of an H grade nurse. Justification for this 
grading was based on the fact that the respon- 
sibilities and duties of the nurse fulfilled the 
defining criteria of this grade within this hospital 
Trust; these included specific managerial and 
teaching responsibilities and, importantly, the 
supervision of a nurse-led clinic. As yet the nurse 
does not have prescribing rights and it is unclear 
as to whether this will become accepted practice 
within the near future. At present he CNS does 
not unilaterally recommend the alteration of the 
doses of any pre-existing anticonvulsant(s); there 
is always prior consultation with the child's 
clinician before making any dose changes. Sec- 
retarial and clerical support is provided by the 
neurology/clinical EEG department. 
THE WORK OF THE NURSE SPECIALIST 
The CNS is based in the EEG unit at the hospital; 
however only 20% of her time is spent in the 
hospital, the remaining 80% within the com- 
munity including home visits (60% of her entire 
work-time), school and general practice meetings 
and lecturing. 
She has no formal nursing responsibilities in
the ward(s). Although there is clearly an overlap 
with other neurological disorders, including cere- 
bral palsy, neurodegenerative diseases and learn- 
ing difficulties, her principal remit is for children 
with epilepsy, up to the age of 16 years. 
The nurse specialist attends the out-patient 
seizure clinics of the two paediatric neurologists, 
the adolescent epilepsy clinic run conjointly by an 
adult and paediatric neurologist and liaises with 
the ward medical and nursing staff for children 
with epilepsy (and their families) who are 
in-patients. Referrals are also taken from the 
general medical outpatient clinics. Finally, the 
CNS has established her own clinic within the 
hospital for those children (and their families) 
who have been recently diagnosed. The total 
patient population served by the CNS is identical 
to that served by the two paediatric neurologists, 
including peripatetic clinics, and is approximately 
400,000 children. 
Information and advice are provided on the 
type of epilepsy, the drugs (dosages and side- 
effects), and the influence of lifestyle on seizure- 
control as well as offering counselling and 
support. The initial contact and consultation with 
the family is usually brief, and essentially one of 
introduction; subsequent visits, either in hospital, 
or more appropriately athome, allow more time 
for discussion and support. This aspect of the 
work of the nurse specialist cannot be over- 
emphasized and is invaluable for children of all 
ages and their families. Excessive parental an- 
xiety about the pre-school (and school) child 
frequently leads to over-protectiveness and lack 
of appropriate discipline and control and the 
older child (and teenager) often lacks confidence, 
feels isolated, and may experience both rejection 
and isolation and a sense of hopelessness for the 
future. Although this has not been formally 
evaluated it is our impression that this approach 
has proved more successful than that of medical 
staff to resolve these problems in an outpatient 
setting and may have obviated the need for 
formal psychological intervention. This may 
simply reflect the importance of being able to 
spend considerably more time in the home 
discussing the many issues which are of concern 
to these families and which are not openly 
discussed within the hospital clinic. However, it 
must be emphasized that this hypothesis purely 
subjective and there are, as yet, no objective 
"control" data which could confirm (or refute) 
these observations. It is important to stress that 
the CNS was trained neither to diagnose nor treat 
specific psychiatric disorders; whenever this was 
considered it was discussed with the relevant 
paediatrician/paediatric neurologist before re- 
questing formal psychological or psychiatric 
intervention. 
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In the first 12 months, 180 children have been 
referred to the CNS; all these families have 
received at least one home visit, and one quarter 
of all families have required regular and con- 
tinued support. The CNS has also acted as a "first 
contact' for the parents of those children already 
known to the seizure or general medical clinics, 
who call into the hospital for advice on their 
child's medication, seizure-control r other con- 
cerns. Parents are frequently reluctant o +open- 
up' and discuss their concerns with medical staff 
in clinics--either because they think that the 
doctors are too busy or because they feel that 
their questions and anxieties are too trivial and 
not worth mentioning. The nurse is seen as less 
threatening and more approachable, and specifi- 
cally through the opportunity of seeing the family 
in the home, is able to understand and be 
understood, far more than can ever be expected 
in the hospital environment. Finally, it is our 
impression (again unproven) that the provision of 
a CNS has significantly reduced the number of 
families requesting additional outpatient medical 
consultations to discuss both non-drug but also 
drug-related issues. We are currently attempting 
to evaluate this quantitatively. 
It could be argued that the pivotal or central 
role of the nurse specialist would be to establish a
link between the hospital and community and 
specifically between the hospital and school 
health services. This is particularly relevant for 
the 15-20% of school-age children with either 
poorly controlled epilepsy or who have special 
educational needs, or both 2. It has also been 
important to establish a liaison with normal 
mainstream schools to address the frequent 
misconceptions and misunderstandings which are 
prevalent regarding epilepsy, antiepileptic medi- 
cation and learning/behavioural "difficulties'. 
During the initial 12 months of the appointment, 
26 mainstream and 11 special schools have been 
visited by the CNS, principally to discuss the 
needs of individual children, but also to provide 
the teaching staff (and pupils) with information 
on epilepsy, and the appropriate management of
seizures/convulsions occurring at school. 
Another crucial responsibility of the nurse 
specialist is to inform and educate: teaching 
children and their families and carers about 
seizure control, compliance with medication and 
accident prevention, promoting an understanding 
of epilepsy among professionals (including teach- 
ing staff) and the general public: and undertaking 
staff-training. As with the support and counselling 
role of the CNS, the 'educator or teacher' role of 
the nurse must not be under-emphasized: the 
promotion of a greater awareness and under- 
standing of epilepsy will dispel much of its 
misconception and mythology, and consequently 
its stigma. The CNS and the other members of the 
epilepsy team (paediatric neurologist and EEG 
technical staff) have held a number of seminars 
and study days for health-care professionals 
including community and hospital 
paediatricians, chool medical and nursing staff 
and general practitioners as well as for school- 
teachers and teenagers. In addition, the current 
uniqueness of this post is also serving as a training 
model for additional nurse specialists from other 
centres throughout the UK. 
Finally, the extensive knowledge of epilepsy 
and patient contact of the nurse specialist has led 
to her involvement in clinical research including 
'quality of life" studies and the evaluation of 
health care services for patients wi~h epilepsy. 
It must be emphasized that our observations 
and comments on the significance and value of 
the CNS are predominantly subjective: these 
preliminary impressions obviously require con- 
firmation by formal evaluation and audit to justify 
not only the existence, but also, importantly, an 
expansion of the "nurse specialist in epilepsy" 
service. 
DISCUSSION 
It is difficult and perhaps premature to identify 
which has been the most valuable function of the 
nurse specialist during the first year: in terms of 
individual patient care it is obvious that the 
counselling, support and education of families has 
emerged as one of most important issues. It also 
appears that medical reviews are required less 
often from patients (and their families) who are 
involved with the CNS whilst the referral and 
numbers of new patients een has increased (data 
not shown). It is likely that this in part reflects 
improved patient satisfaction with their medical 
care, and has implications for both providers and 
purchasers of health care% Patient satisfaction 
with their health care is important and it is clear 
that patients and their families who are more 
satisfied with the care they receive are more likely 
to comply with treatment, attend clinic and 
participate in clinical research. Being understood 
and having concerns and questions taken serio- 
usly seems to confer a non-specific therapeutic 
improvement in health suggesting that satisfac- 
tion with medical care may independently in- 
fluence health status, i.e. quality of life may be 
directly proportional to quality of care. In an 
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attempt o evaluate this process we administered 
a questionnaire to 30 parents of children with 
epilepsy prior to the appointment of the nurse 
specialist, and to a separate group of 30 parents 
after a single home visit by the CNS. The 
demographic details of the children in the two 
groups were similar [age of onset, duration and 
type of epilepsy, seizure-control, educational 
status of the children and socio-economic status 
(data not shown)]. The results of the two 
questionnaires are shown in Table 1. These 
results are not surprising, and could even have 
been predicted. Although no major conclusions 
can be drawn from this limited audit, it does 
suggest hat a nurse specialist may improve the 
understanding of epilepsy (and its treatment) and 
therefore contribute to an improvement in the 
quality of life of children with epilepsy and their 
families 4.7. 
The concept of the nurse specialist is not new: it 
was developed in the USA more than 20 years 
ago but its acceptance in the UK has been more 
tentative. In this country the CNS has proved 
invaluable in many other chronic childhood 
disorders, particularly diabetes '~, but also asthma, 
cancer and cystic fibrosis, some of which occur far 
less commonly than epilepsy. There are currently 
only 14 specialist epilepsy nurses in Great Britain, 
of whom only three work solely with children-- 
one in Liverpool, the others in Birmingham and 
Southampton. Similar services have been, and are 
continuing to be developed t" for adults but again 
this process is slow and long overdue. The British 
Table 1: Knowledge and understanding of epilepsy among 
parents of children with epilepsy (expressed as a 
percentage of the sample). (a), Before the provision of a 
CNS epilepsy service: (b), following a single home visit by 
the CNS 
a(n = 3(1) h(n = 31)) 
Yes No Yes No 
Were you told about the voluntao' 13% 87% 97% 3% 
epilepsy organizations'? 
Were you told the type of epilepsy 61)% 4(}% 90% II1% 
your child has? 
Were you told the side effects of 40% fi4}'~, IIX)% -- 
the drugs used to treat your 
child's epilepsy'? 
Were you told where to find more 43% 57% 93% 7"/0 
information on epilepsy? 
Were you given any literature on 40% 60% 1110% -- 
epilepsy'? 
Did you have difficulties in 611°4, 41)% 7% 93% 
getting answers to your questions'? 
Do you feel that you understand 57% 43% 83% 17% 
your child's epilepsy'? 
Are you sat&lied with the amount 44"/0 56% 90% 10% 
of information on epilepsy given 
to you? 
Paediatric Neurology Association (BPNA) and 
other professional groups 6 have recommended 
the creation of additional nurse specialist posts in 
childhood epilepsy, although it is appreciated that 
the funding of these posts may present a problem; 
it is possible that financial support may be 
achieved, either wholly or partly, from 
community health, rather than hospital resources. 
If we are to improve the care and 'quality of life' 
of children who have epilepsy (and their 
families), these problems must be overcome; 
failure to do so is a failure of medical treatment. 
Comment 
This paper has outlined the role and respon- 
sibilities of a newly established post of nurse 
specialist in childhood epilepsy. It is not the 
intention of this paper to comment on where 
within the nursing heirarchy the nurse specialist 
should be recruited although we do believe that 
essential requirements include clinical experience 
in both hospital and community paediatrics, a
basic understanding of epilepsy and training in 
counselling and teaching skills. 
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